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Forgotten on the Frontlines: The Plight of
Direct Care Workers During COVID-19
JOHN D. BLUM* & SHAWN R. MATHIS**

INTRODUCTION
The 2020 Coronavirus (COVID-19) pandemic is creating a myriad of
new challenges in virtually every sector of society on both domestic and
international fronts. No area has been impacted more profoundly by the
virus than our health care system, as it lies at the core of the response to this
unprecedented medical calamity. COVID-19 has resulted in novel health
care cost, quality, and access concerns while simultaneously exposing longstanding shortcomings in public health and medical care delivery. A
particular concern in the healthcare context centers on issues of equity and
racial justice as the impact of the Coronavirus on low-income communities
Minority populations have been
of color has been profound.1
disproportionally impacted by the pandemic as cases, hospitalizations, and
death rates for African Americans, Native Americans, and Hispanic
populations are almost double that for whites.2 High historic rates of chronic
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1. Thomas Sequist, The DisproportionateImpact of COVID-19 on Communities of
Color, NEW ENG. J. MED. 1, 4 (July 6, 2020),
https://www.washingtonpost.com/local/nursing-homes-vaccine-

decline/2021/01/27/22a602f6-5fe2-11 eb-afbe-9a11 al27d146_story.html.
2. The COVID Racial Tracker, THE ATLANTIC (2021),
https://COVIDtracking.com/race.
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illness, poor access to care, inadequate insurance coverage, systemic racism,
and distrust of the medical establishment are recognized variables present in
minority communities that have combined to fuel the spread of COVID-19.
A key risk factor for minority and immigrant populations concerns their role
as essential workers where the risks of exposure to the COVID-19 virus are
very high, and the availability of necessary safeguards is often lacking.
This article focuses on the impacts of COVID-19 on one segment of the
essential workforce, direct care workers (DCWs). This group of health
workers is made up of various paraprofessionals, including personal care
assistants, home care aides, and nursing assistants. 3 While represented
throughout all sectors of the delivery system, DCWs are most commonly
involved in caring for the aged and disabled in home or residential facilities,
forming the backbone of the long-term care sector. It is a workforce made
up of a high percentage of women of color and immigrants who rank among
the most disadvantaged of essential workers. The COVID-19 pandemic has
had a grave impact on seniors and individuals with disabilities, who have
experienced high rates of infections and death. The virus has overwhelmed
nursing homes, home and community-based services, and residential care
programs, all settings in which DCWs play major roles. The challenges to
DCWs that have been illuminated by this health crisis are of no surprise to
anyone familiar with this sector, as many of the problems magnified by the
pandemic are long-standing.
The economic and health risks sparked by the COVID-19 pandemic
have confounded an already troubled LTSS (long-term services and
supports) environment, one in which DCWs have been underpaid,
But paradoxically, there is a wide
undertrained, and undervalued.
recognition that DCWs who provide supports for activities of daily living
(bathing, dressing, housekeeping, meals) as well as clinical services, form
the linchpin of the formal health care system for the long-term care
population. There is growing demand to expand the numbers of paid health
workers, driven by demographics and shifts from institutional to communitybased services. Both the sheer numbers of aged and disabled, and the added
complexities of their care, call into question the adequacy of a system that
now depends so heavily on volunteer family caregivers to meet the current
and future needs of LTSS populations. 4 At the same time, the COVID-19
pandemic has served to highlight many long-standing problems facing
DCWs, coinciding with a national reckoning on racial injustice ignited by

3.

Understandingthe Direct Care Workforce, PHI, https://phinational.org/policy-

research/key-facts-faq/; Soo Oh, The Future of Work is the Low Wage Health Care Job,
Vox (July 3, 2017), https://www.vox.com/2017/7/3/15872260/health-direct-care-jobs.
4. AARP Report, Caregiving in the United States, AARP (May, 2020),
https://www.aarp.org/content/dam/aarp/ppi/2020/05/ful-report-caregiving-in-the-united-

states.doi. 10.26419-2Fppi.00103.001.pdf.
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the recent tragic deaths of African American citizens at the hands of police.5
This growing focus on racism must be seen as an additional lens through
which to view the plight of DCWs, many of whom are members of minority
groups who, for years, have been the subjects of deeply ingrained racism. 6
This article will explore the role of DCWs in the midst of the COVID19 pandemic, highlighting the multiple inequities confronted by this
workforce. The piece is broken into five sections. Section 1 will provide
some general background on the functions and make-up of the DCW
workforce. Section 2 will examine trends in the area of long-term care
reimbursement that affect how the nation employs LTSS paraprofessionals.
The third section will discuss the DCW workforce shortage, turnover, and
retention. Section 4 will detail the impacts that COVID-19 has had on this
workforce. Section 5 will analyze the impact of raising wages for DCWs
and unintended consequences for those who depend on public benefits. The
article concludes by cautioning that the key role that DCWs played in
responding to the pandemic foreshadows another foreseeable and looming
crisis-providing care for the nation's exponentially growing aging
population-which will require an even larger DCW workforce.
I.

PROFILE OF THE DIRECT CARE WORKFORCE

The term "direct care worker" may refer to a specific job category in a
given program, but it is, more often than not, a generic classification that
encompasses a group of workers who provide essential support services to
the elderly and disabled in multiple settings from home to hospital.' It is
estimated that the total DCW workforce is composed of 4.5 million workers,
with the majority (2.3 million) being employed as home care workers. 8
Typically, DCWs working in home settings provide assistance with key life
tasks to allow individuals to age in place; their clients suffer from disabilities,
chronic illnesses, and cognitive impairments. Home care aid is often broken
down into activities of daily living (ADLs) and instrumental activities of
daily living (IADLs), and such categories of support are used as metrics to
determine the appropriateness of care settings and requisite levels of

5. Stephen Campbell et al., Caringfor the Future: The Power and Potentialof
America's Direct Care Workforce, PHI (2020), http://phinational.org/caringforthefuture/.
6. April Verrett, Home Care Workers Are Now CalledEssential. But the History of
the Profession Shows That the U.S. Has Never TreatedThem as Such, TIME (Aug. 2020),

https://ca.movies.yahoo.com/home-care-workers-now-called-151327900.html.
7. PHI, supra note 3. The federal Bureau of Labor Statistics Standard Occupational
Classification system divides the direct care workforce into three primary categories, personal
care aides, home health aides and nursing assistants.
8. Id. While home health is the largest employment sector for DCWs, the numbers of
DCWs employed in other settings are significant as 700,000 work in residential care homes,
580,000 nursing assistants in nursing homes, and 900,000 in other settings such as hospitals.
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support. 9 DCWs who are classified as personal care aides would typically
be engaged in providing ADL and IADL supports to clients. While the tasks
of the two other main categories of DCWs-home health aides and nursing
assistants-often overlap with personal care aides, these two categories may
be more involved in providing basic clinical services such as monitoring vital
signs, administering medications, and performing range of motion exercises;
the scope of clinical supports provided by these categories of DCWs will
depend upon nurse delegation rules, norms of practice and provider
policies.' 0
Educational and training requirements for DWCs vary depending on job
category and whether a given employer is a Medicare/Medicaid certified
provider. Generally, nursing assistants (certified nursing assistants) have the
most extensive training mandates. In order to obtain a required certification,
nursing assistants must possess a high school diploma and complete a
training program that meets baseline federal, as well as additional stateby
health
aides
employed
requirements."
Home
specific
training
meet
federal
must
also
provider
agencies
Medicare/Medicaid
requirements along with variable state mandates.1 2 Unlike nursing assistants
or home health aides, personal care aides (PCAs) who provide assistance
with ADLs have no specific educational requirements, but are typically
trained on-the-job by their employers. PCAs have to meet certain training
requirements, but for those employed in Medicaid consumer-directed or
private pay arrangements, such dictates may be quite minimal.' 3 There have
been concerns voiced about whether DCW education and training are
adequate to ensure quality of care for the aged.' 4 In addition to educational

9.

Leslie Kernisan, MD, What are Activities of Daily Living and Instrumental

Activities of Daily Living, BETTER HEALTH

WHILE AGING

(2021),

https://betterhealthwhileaging.net/what-are-adls-and-iadls/.
10. Campbell et al., supra note 5, at 9.
11. 42 C.F.R. § 483.152 (2021). States often have additional training requirements,
specific to a given jurisdiction that require subject matter beyond the federal requirements.
12. Meghan Gallagher, The Truth Behind Home Health Aide Certification
Requirements, O'NEIL INST. FOR NAT'L & GLOB. HEALTH (Feb. 2018),
https://oneill.law.georgetown.edu/the-truth-behind-home-health-aide-certificationrequirements/. While home health aides are required to pass an exam to be certified, they are
maybe eligible to be "grandfathered" into certification without examination. This article
points out concerns with the certification process due to lax enforcement of educational and
training requirements.
13. Personal CareAide TrainingRequirements, PHI,
http://phinational.org/advocacy/personal-care-aide-training-requirements/.
14.
COMM. ON THE FUTURE HEALTH CARE WORKFORCE FOR OLDER AMERICANS,
RETOOLING FOR AN AGING AMERICA: BUILDING THE HEALTHCARE WORKFORCE, CH. 5 THE
DIRECT CARE WORKFORCE, INST. OF MED. (2008).
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and training requirements, DCWs must pass criminal background checks and
immigrant health workers must demonstrate their status as legal residents."
The direct care workforce is primarily composed of low-income
women, people of color, and immigrants, with a median age of 41; there is a
growing trend for more men to enter these fields and the age of the DCWs
tends to be younger in institutional settings. 16 People of color, including
African Americans, Hispanic, and Asian/Pacific Islanders make up the
majority of DCWs."7 It is estimated that one in four DCWs was born outside
the U.S.18 While there is an increasing demand for DCWs, these jobs are
characterized by low wages and earnings. Fifteen percent of these health
workers live in poverty, and 44% are in low-income households. 19 Almost
half of DCWs are employed part-time, where low wages and lack of benefits
often force them to have multiple jobs. 20 A significant number of DCWs,
particularly part-timers and those who are self-employed, lack private health
insurance coverage and rely on Medicaid as well as other public assistance
programs including food stamps, housing supports, and childcare. 21 There
are racial disparities within the ranks of the DCW workforce that result in
women of color being paid less and having a greater dependency on public
assistance than other individuals in this workforce. 2 2
While low wages have been the most consistent challenge faced by
DCWs, individuals in these roles have faced numerous other problems on
the job including client aggression and violence, sexual harassment, and
discrimination. 23 The work of a caregiver is emotionally taxing and
physically demanding; the injury rates for DCWs are high due to the physical
demands inherent in providing assistance with activities of daily living. 24 As
our population ages and care shifts to home and community based settings,
the role of those caring for the aged and disabled has become more complex
requiring condition-specific competencies to care for clients who
increasingly suffer from chronic illnesses (obesity and hypertension) and
15. Jean Batalova, Immigrant Health Care Workers in the United States, MIGRATION
POL'Y INST. (May 2020), https://www.migrationpolicy.org/article/immigrant-health-careworkers-united-states-2018.
16. Campbell et al., supra note 5, at 15.

17.
18.

Id. at 14.
Id.

19. Id. at 16. Among DCWs, those who work in home care settings earn the least, with
an average salary being $16,200.
20. Verrett, supra note 6.
21. Facts 3: Who are Direct-CareWorkers?, PHI 1, 3 (Feb. 2011),
https://phinational.org/wpcontent/uploads/legacy/clearinghouse/NCDCW%20Fact%20Sheet- 1.pdf.
22. Campbell et al., supra note 5, at 17.
23. Verrett, supra note 6.
24. Stephen Campbell, Issue Brief Workplace Injuries and the Direct Care
Workforce, PHI 1 (Apr. 2018), http://phinational.org/wpcontent/uploads/2018/04/Workplace-Injuries-and-DCW-PHI-2018.pdf.
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dementia. But even in the face of growing client acuity, there continues to
be a lack of awareness on the part of the general public of the technical and
interpersonal skills that DCWs must possess. There is a lack of public
recognition of the important roles that DCWs fulfill in LTSS. Low wages
and poor training standards serve to reinforce the view that DCWs are
unskilled or low-skilled workers. The marginalization of this workforce has
its roots in the origins of caregiving as a form of domestic work, an area
where there is a deep history of racism and discrimination.2 5
The challenges faced by DCWs are not new but have persisted over
many years. The workforce that makes up the ranks of DCWs has been
largely invisible, and is one in which poor people have made up the labor
pool, particularly for providing those services which involve the provision
of domestic chores. 26 As the origins of non-skilled home care services are
linked to state-funded domestic or homemaker assistance programs, DCWs,
for many years, have been characterized more as domestic than health care
workers.2 7 It wasn't until 1974 that the 1935 federal Fair Labor Standards
Act (FLSA) was amended to include home-based workers, making them
eligible for minimum wage, maximum hours and overtime compensation. 28
While DCWs have been included in FLSA coverage, individuals who
provide non-skilled services may be viewed as companions and as such, not
covered by federal employment protections. 29
II.

REIMBURSEMENT

A key element in understanding the status of DCWs relates to how their
work is reimbursed. The primary payer for direct care is state Medicaid
programs that provide coverage for personal care under home and
community-based waivers.
Under some Medicaid waiver programs,
services are provided in the home rather than in traditional nursing home
settings. 30 An interesting Medicaid option is the consumer-directed model
that allows enrollees through various arrangements to directly employ
DCWs, affording greater choice and autonomy. 3' Medicaid in the LTSS area

25.
26.

Verrett, supra note 6.
Eileen Boris & Jennifer Klein, OrganizingHome Care: Low-Wage Workers in the
Welfare State, 34 POLITICS AND SoC'Y 81, 81-82 (Mar. 2006),

10al 1339302fd

.

https://escholarship.org/content/qt21 x6q48g/qt21 x6q48gnoSplash_9f32c5c
a7274e6fl 5aa.pdf
27. Id. at 81.
28.

Molly Biklen, Healthcarein the Home: The Companionship Services Exemption to

the FLS Act, 35 CoLUM. HUM. RTS. L. REV. 113 (2003).
29. 29 C.F.R. § 552.6 (2015); 66 F.R. 5481-01, 2001 WL 42222 (F.R.).
30. Home and Community-Based Services 1915(c), CTR. MEDICARE & MEDICAID
SERV., https://www.medicaid.gov/medicaid/home-community-based-services/homecommunity-based-services-authorities/home-community-based-services-1915c/index.html.
31. Campbell et al., supra note 5, at 38. There are two types of models that can be
adopted for Medicaid consumer choice arrangements. One model is the budget authority
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has evolved from a fee-for-service program into one that relies heavily on
private managed care plans and the introduction of new reimbursement
schemes in the form of value-based payment.32 While the layer of
bureaucracy introduced by the shift to managed care poses challenges for
DCWs, it could conceivably present opportunities to restructure these
positions in ways that may not be as easily accomplished under traditional
state regulations.33 But reliance on Medicaid as the primary payer for DCW
services is problematic as enrollment in the program requires consumers to
meet stringent eligibility criteria and even when individuals are enrolled,
they may be placed on long waiting lists to obtain personal care services.
Overall, Medicaid is funded through general revenue; it is systematically
underfunded and structured in ways that are very siloed, making
comprehensive approaches to modernizing the LTSS workforce
problematic. 34
Medicare, the other public insurance juggernaut, has provided very
limited coverage for non-institutionally based personal care services.35
While the strong emphasis on moving care away from institutional settings
is prevalent in Medicare policy, coverage for in-home services requires
beneficiaries to have needs for various services (i.e., skilled nursing, physical
therapy) beyond housekeeping and personal care. 36 As far as DCW services
are concerned, the Medicare home health benefit would most likely provide
reimbursement for a home health aide who can provide very basic medical
care to home-bound beneficiaries.3 7 In 2018, CMS issued a policy change
that authorized coverage of non-skilled home care services under Medicare
Advantage, the Part C managed care option. 38 By broadening the
interpretation of supplemental benefits CMS created an opportunity for some
DCW services to be reimbursed through Medicare Part C. As more

model in which enrollees receive a flexible budget to purchase goods and services. A second
model is the employer authority model in which enrollees do not control their own budgets
but manage most aspects of employment. See 42 U.S.C. § 1915(i).
32. Kezia Scales, It Is Time to Resolve Direct Care Workforce Crisis in Long-term
Care, THE GERONTOLOGIST 1 (Aug. 2020), https://doi.org/10.1093/geront/gnaal 16.

33.

Id.

34. Campbell et al., supra note 5, at 3-33.
35.
Medicare & Home Health Care, CTR. MEDICARE & MEDICAID SERV. 7-8 (2020),
https://www.medicare.gov/sites/default/files/2020-10/10969-Medicare-and-Home-Health-

Care.pdf.
36. For a recent example of the shift away from institutional services driven by
COVID-19, see CMS Announces Comprehensive Strategy to Enhance HospitalCapacity
Amid COVID-19 Surge, CTR. MEDICARE & MEDICAID SERV. (Nov. 25, 2020),
https://www.cms.gov/newsroom/press-releases/cms-announces-comprehensive-strategyenhance-hospital-capacity-amid-COVID-19-surge.
37. Home and Community-Based Services 1915(c), supra note 30.
38. 2019 Medicare Advantage & PartD Rate Announcement Call Letter, CTR. FOR
MEDICARE & MEDICAID SERV. (Apr. 2, 2018), https://www.cms.gov/newsroom/factsheets/2019-medicare-advantage-and-part-d-rate-announcement-and-call-letter.
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Medicare beneficiaries enroll in managed care plans, there are greater
opportunities for supportive home care services to be a covered service,
although such an option is a matter of plan discretion and is likely to result
in additional premium costs for many beneficiaries.3 9
Although there is a growing awareness of the value of personal care,
neither Medicaid nor Medicare provides adequate coverage for non-skilled
care to meet the needs of clients or to fully utilize DCWs. It is apparent that
improving LTSS financing, and the status of the direct care workforce will
require solutions that extend beyond public insurance. One avenue that has
garnered ongoing interest is the promotion of long-term care insurance
(LTCI). LTCI provides a source of payment for LTSS services that have not
been traditionally covered, particularly in providing support for activities of
daily living. 40 Since its introduction in the 1980s long-term care insurance
has languished as the lack of economic stability of this product forced many
carriers out of the market and resulted in costly premium increases. 4 1 While
a variety of alternative products have been developed, often in combination
with life insurance, such coverage is costly and thus not feasible for large
segments of the elderly and disabled. The federal government attempted to
create a long-term care insurance program in the Affordable Care Act to
provide individuals with a $50 per day long-term care benefit but concerns
over its fiscal viability resulted in repeal prior to its implementation. 42 A
small number of states have moved to create long-term care insurance benefit
arrangements. Of particular note is the state of Washington, where a longterm care trust is being created that will provide a daily care benefit funded
43
through a payroll tax and subject to an overall lifetime cap.
Two factors that have shaped the development of the DCW
environment are the shift away from institutional care to home and
community-based settings, and the increasing use of medical technology in
39.

The addition of supplemental coverage under Part C opens up the possibility of

reimbursement for both paid DCWs, as well as family members, see Tim Mullaney, CMS
Officially Adds Non-Skilled In-Home Care as MedicareAdvantage Benefits, HOME CARE
NEWS (Apr. 2, 2018), https://homehealthcarenews.com/2018/04/cms-officially-adds-nonskilled-in-home-care-as-medicare-advantage-benefit/.
40. Neal Templin, Not Everyone Needs to Buy Long-Term Care Insurance. HereAre
Some Considerations,BARRON'S (Dec. 6, 2020), https://www.barrons.com/articles/noteveryone-needs-to-buy-long-term-care-insurance-here-are-some-considerations-

51607259602.
41.
42.

Id.
Campbell et al., supra note 5, at 33.

43.

H.B. 1323 - 2021-22, Reg. Sess. (Wa. 2021),

https://app.leg.wa.gov/billsummary?year=2021&billnumber=1323&initiative=false; See
also, Laurie Jinkins, Firstin the Nation: Washington State's Long-term Care Trust Act, 98
MILBANK Q. (Mar. 2020), https://www.milbank.org/quarterly/articles/first-in-thenationwashington-states-long-term-care-trust-act/. See also, Washington State Long-term
Care Trust Act, LONG TERM CARE Assoc., https://www.ltc-associates.com/educationcenter/who-pays-for-long-term-care/public-programs/washington-state-long-term-care-trust-

act/#gs.u9hsoq.
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the home environment. Starting in the early 1980s with the adoption of
prospective reimbursement for hospitals that led to shorter acute care stays,
the need for ambulatory and home care services expanded.4 Patients in
home settings, with higher acuity levels after discharge from acute care
settings, had increased needs for a wide array of care services, made possible
in part by changes in medical technology. 45 Overtime health care cost
pressures have further driven an emphasis on non-institutional care, and most
recently in the context of COVID-19, patient safety concerns have fueled an
increasing demand for home care.46 While these changes have created a
growing dependency on DCWs to provide necessary frontline services, it has
been argued that the professionalization agenda of nursing has constricted
the development of caregivers' roles and served to marginalize these workers
as much as race, ethnicity, and class. 47 The basic medical services performed
by health aides are conducted under delegated arrangements with a licensed
nurse and the scope of such delegation under state laws is quite explicit.48
III. DIRECT CARE WORKFORCE SHORTAGE AND RETENTION
While low wages are the most persistent issue impacting DCWs,
changes in this area are driven by the need to attract and retain DCWs.
Staffing issues have been a serious, long standing problem in long-term care
generally, and one that is severe among the ranks of personal care providers.
Between 2009 and 2019, the DCW workforce grew by 52% to 4.6 million
workers, and by 2028, it is estimated that there will be a need for an
additional 1.3 million more workers. 49 A growing need for DCWs, fueled
by demand for more home and community-based care services, is
complicated further by flat growth in the female labor pool and very high
turnover rates in the ranks of LTSS care givers. Turnover stems from
frustration with low wages, meager benefits, poor supervision, limited
opportunities for advancement, and a lack of recognition. 50 Many DCWs

44. Juanita B. Wood & Carroll L. Estes, The Impact of DRGs on Community-Based
Service Providers:Implicationsfor the Elderly, 80 AM. J. OF PUB. HEALTH 840 (1990).
45.
GEORGE DEMIRIS, THE FUTURE OF HOME HEALTH INNOVATIONS IN TECH. CARE:
WORKSHOP SUMMARY CH. 7 INNOVATIONS IN TECH., INST. OF MED. AND NAT'L RSCH.

COUNCIL, (Aug. 4, 2015), https://www.ncbi.nlm.nih.gov/books/NBK315926/.
46. Clare Ansberry, Demandfor In-Home CareRises During Coronavirus,WALL ST.
J. (Apr. 27, 2020), https://www.wsj.com/articles/demand-for-in-home-care-rises-during-

coronavirus-11588003076.
47. Mullaney, supra note 39. The arguments in favor of strict delegation center around
quality-of-care considerations.
48. See e.g., FLA. ADMIN. CODE. r. 64B9-15.002 (2014).
49. Campbell et al., supra note 5, at 18.
50. INST. OF MED., supra note 14.
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leave their jobs within a year; in the homecare sector, it has been estimated
that staff turnover rates may be as high as 82%.51
Considerable focus has been devoted to addressing retention of care
givers, although the range of possible interventions is impacted by whether
the DCW is an employee, independent contractor, or private provider. As
Medicaid is the principal payer for personal care, efforts to stabilize this
workforce through increasing rates is a natural starting point. To ensure that
the increased Medicaid rates actually reach DCWs, a number of states have
enacted wage pass-through laws that require rate increases to be used to
increase staff compensation; such laws may have limited time frames and
may not apply to situations where DCWs are hired directly by consumers.52
In addition to increasing compensation, four other strategies have been
suggested to improve the retention and quality of DCW jobs including: better
training that focuses on successful approaches to adult learning; enhanced
supervision and support that clarifies job responsibilities; providing greater
status to personal care workers by recognizing this work as central to the
mission and values of entities providing supportive care; and creating career
ladders that facilitate professional development and advancement. 53 Other
approaches to addressing DCW staffing include allowing for expanded job
responsibilities through broader delegation of care responsibilities,
integration of DCWs into primary care teams, and the creation and
maintenance of data registries on the direct care workforce. 54 In certain areas
of the country, healthcare labor unions represent significant numbers of
DCWs and have been active in promoting reforms to improve working
conditions.55 The direct employment of caregivers by consumers, together
with right-to-work laws and a general hostility toward organized labor
during the Trump Administration, have made efforts to expand union
representation to larger numbers of DCWs across the country difficult. 56
51. Robert Holly, Home Care Industry Turnover Reaches All-Time High of 82%,
HOME CARE NEWS (May 8, 2019), https://homehealthcarenews.com/2019/05/home-careindustry-turnover-reaches-all-time-high-of-82/.
52. Christian Weller et al., Making Care Work Pay: How A living Wage for LTSS
Workers Benefits All, HEALTH AFFAIRS BLOG (Dec. 7, 2020),

https://www.healthaffairs.org/do/1 0.1 377/hblog20201202.443239/full/.
53. Robert Espinoza, New Report on Direct Care Workers Asks Would You Stay?, PHI
(Oct. 13, 2020), http://phinational.org/news/new-report-on-direct-care-workers-asks-wouldyou-stay/.
54. Holly, supra note 51; See also 2019 MedicareAdvantage, supra note 38.
55. Ken Green, NNU and SEIU: 2 Unions Fightfor FrontlineHealthcare Workers,
UNIONTRACK BLOG (May 6, 2020), https://www.uniontrack.com/blog/nnu-seiu-profile.
56. There has been an ongoing controversy about whether home health workers could
deduct union dues from Medicaid payments. An Obama administration policy that allowed
union dues to be deducted from Medicaid payment was reversed in 2019 by the Trump
administration, based on a DHIS interpretation of the Medicaid law's failure to allow third
party payments. In 2014, the U.S. Supreme Court in Harris v. Quinn, 514 U.S. 616 (2014)
ruled that non-union home care workers who were not public employees and who provided
services under consumer directed arrangements could not be forced to pay union dues, even

Spring 2021 ]

FORGOTTEN ON THE FRONTLINES

335

It is estimated that 18% of all health care workers are foreign-born. One
in four DCWs in home care settings are foreign born, and if workers who are
privately hired to support the elderly and disabled are considered, the
percentage of foreign-born caregivers would likely be higher.57 In light of
the key roles filled by this segment of direct care workers, careful
consideration needs to be given to policies that curtail immigration at a time
when the need for care workers is dramatically accelerating. As there will
be considerable focus placed on immigration reform in the Biden
administration, proposed policies must be crafted to encourage immigration
to the U.S. for those willing to serve in critical health care workforce
shortage professions. In addition, the status of the extra-legal immigration
population must be normalized as undocumented workers who operate on
the fringes of long-term care could provide expanded services to the elderly
and disabled if they could work without fear of deportation. 58
IV. THE DIRECT CARE WORKFORCE DURING THE TIME OF COVID-19.

With the outbreak of COVID-19, DCWs found themselves at the center
of the pandemic as their elderly and disabled clients in residential and home
settings were among the highest at-risk populations. Not only are DCWs at
risk for contracting the virus given their close contact with patients, but they
can become disease vectors exposing those they care for-as well as
members of their own household-to possible infection. As a significant
number of DCWs are over age 55 and often are persons of color, they are
themselves at high risk of serious illness or death should they contract
COVID-19. 59 Particular attention has been focused on long-term care
facilities as their residents and employees account for close to 40% of
COVID-19 deaths. 60 But as far more of the aged and disabled are cared for
in home settings, individuals providing personal care services are also at high

if they reaped the benefits of union collective bargaining, see Brendan Williams,
Somebody's Knocking, Should I Let Them In? The Fight Over Unions Enteringthe Home,
63 VT. L. REv. 351, 351-52 (2018); The Trump rule was overturned by the U.S. District Court
of Northern California, see Avadthutmahekar, FederalJudge Strikes Down Anti-Union
Payment Rule for Home Health Workers, MODERN HEALTHCARE (Nov. 18, 2020),
https://www.modernhealthcare.com/post-acute-care/federal-judge-strikes-down-anti-unionpayment-rule-home-health-workers.
57. Leah Zallman et al., Care for America's Elderly and Disabled People Relies on
ImmigrantLabor, 38 HEALTH AFFAIRS (June 2019).
58. Robyn I. Stone, The Migrant Direct Care Workforce: An InternationalPerspective,
40 J. AM. Soc'Y ON AGING 99, 100 (2016).
59. Paula Span, NavigatingHome Care During the Pandemic, N. Y. TIMES (June 6,
2020), https://www.nytimes.com/2020/06/06/health/coronavirus-home-care-nursing.html.

60.

Id.
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risk for contracting COVID-19 in environments where safety is easily
compromised. 6 1
While the experiences of DCWs during the time of COVID-19 have not
been uniform, these workers who were classified as "essential workers"
often found themselves without access to affordable personal protective
equipment (PPE) or availability of testing. 63 A study of home health care
workers in New York City during the early days of the COVID-19 pandemic
concluded that those providing basic personal care felt largely ignored, and
were not given adequate information about the virus. 64 DCWs, especially
those who work independently or for staffing agencies, have found it difficult
to get vaccinated, as state rollouts have led to fragmented distribution
schemes, favoring health workers in institutional settings over those in the
community. Fearful of contracting the virus, a number of DCWs dropped
out of the workforce, further exacerbating shortages during this critical time.
In other instances, DCWs were very aware of the risks posed by COVID-19
infections, but due to their economic situation, felt they had no choice but to
remain in their positions.6 5 Many kept working out of a sense of duty and
obligation. 66
A number of labor-related measures at federal, state, and local levels
were implemented to support workers during the COVID-19 pandemic that
impacted DCWs. Under the federal Coronavirus Aid, Relief and Economic
Security Act67 (CARES Act) a pandemic unemployment assistance (PUA)
program was established. Under the PUA program, workers unemployed
due to COVID-19 had easier access to a federal cash benefit that when joined
with a state unemployment payment could be quite generous. In some
instances, caregivers actually made more money being unemployed than
continuing to work, further straining demands for these services. 68

61. Id. DCWs providing home care services generally serve several clients weekly and
often use public transportation, and work in other settings, compounding their exposure to the
virus.
62. "Essential workers" were carved out of workplace closures, stay at home orders, and
public health mandates otherwise applicable to the general population.
63. Verrett, supra note 6.
64. Madeline R. Sterling et al, Experiences of Home Health Workers in New York City
During the CoronavirusDisease Pandemic, 180 J. OF AM. MED. ASs'N INTERN. MED. 1453

(2020).
65.

Eli Cahan, Most Home Health Aides Can't Afford Not to Work Even When Lacking

PPE, KAISER

HEALTH NEWS

(Oct. 16, 2020), https://khn.org/news/mostly-poor-minority-

home-health-aides-lacking-ppe-share-plight-of-vulnerable-COVID-patients/;
note 56.

66.
67.

See also, supra

Id.
CARES Act, S. 3548, 116th Cong. (2020).

68. Bailey Bryant, Loopholes in COVID-19 Unemployment Program,HOME HEALTH
CARE NEWS (Apr. 7, 2020), https://homehealthcarenews.com/2020/04/loopholes-in-COVID19-unemployment-program-threaten-to-deplete-home-care-workforce/. Pandemic
Unemployment Compensation (PUC) provides a $300 weekly federal benefit through
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of unemployment
To avoid the unintended consequences
compensation, there has been an effort to establish a hazard payment, both
to recognize the contributions made by essential workers during COVID-19,
and to incentivize workers to remain in their jobs. 69 Several states have
leveraged federal pandemic funds to provide hazard pay for low-income
essential workers. Pennsylvania's hazard pay program is noteworthy as
hourly hazard payment increases of $3.00 per hour were prioritized to assist
workers with the lowest incomes, and as such, had an important impact on
DCWs. 70 Michigan, using federal CARES Act monies, provided a $2.00 per
hour increase for DCWs who deliver services to Medicaid enrollees, and
additionally, developed a special hiring and retention payment program to
attract more individuals to work in health care jobs in home and communitybased settings. 7
A contentious issue during COVID-19 has been the exemption of health
care workers from paid sick leave that has been provided to many other
workers under the federal Family First Coronavirus Response Act
(FFCRA). 72 On one hand, denial of sick leave pay is a recognition of the
vital role played by health providers and reflects a desire not to disrupt this
sector, but it places a special burden on low-wage health workers who can't
afford not to work even when their own health is being compromised. 73 To

March 14, 2021. The Pandemic Emergency Unemployment Compensation (PEEC) affords
an extension of benefits to April 5, 2021, and the Extended Unemployment Benefits
Program (EB) allows for a benefits extension of 13 weeks; See Unemployment Insurance
Fact Sheet, USDOL,
https://oui.doleta.gov/unemploy/docs/factsheet/UI_Program FactSheet.pdf.
69. Joyce Famakinwa, As COVID-19 Cases Mount, National Spotlight Turns to
HazardPayfor Front-Line Workers, HOME HEALTH CARE NEWS (May 14, 2020),
https://homehealthcarenews.com/2020/05/as-COVID-1 9-cases-mount-national-spoti.
70. Families First Coronavirus Act, Pub. L. No. 116-127, H.R. 6201, 116th Cong.
(2020); Molly Kinder et al., The COVID-19 Hazard Continues But the HazardDoes Not
Pay: Why America's Essential Workers Need a Raise, BROOKINGS (Oct. 29, 2020),
https://www.brookings.edu/research/the-COVID-19-hazard-continues-but-the-hazard-paydoes-not-why-americas-frontline-workers-need-a-raise/; See WolfAdministration Grants
HazardPay to Front-Line Workers in Life Sustaining Industries, PA. DEP'T CMTY. & ECON.
DEv. (Aug. 17, 2020), https://dced.pa.gov/newsroom/wolf-administration-grants-hazardpay-to-front-line-workers-in-life-sustaining-industries/.
71. State Treasurer: $300 Million in Grants Available to Help FirstResponders, Local
Governments Due to COVID-19 Pandemic, MICHIGAN.GOV,
https://www.michigan.gov/coronavirus/0,9753,7-406-98158-533752-,00.html; Newly
HiredDirect Care Workers in Michigan Can Receive Retention Paymentsfrom State,
WXYZ DETROIT (Oct. 20, 2020), https://www.wxyz.com/news/coronavirus/newly-hireddirect-care-workers-in-michigan-can-receive-retention-payments-from-state.
72. Families First Coronavirus Act, supra note 70.
73. Elizabeth Schulze, Millions of Health Workers Are Exempt From Coronavirus
PaidSick Leave Law, Study Finds, CNBC (June 17, 2020),
https://www.cnbc.com/2020/06/17/millions-of-heath-workers-exempt-from-cornonavirussick-leave-law.html. The U.S. Department of Labor in September of 2020 substantially
narrowed the definition of health care worker for purpose of paid sick leave and expansion
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fill in gaps present in federal sick pay coverage, a number of states, counties,
and municipalities have extended paid sick leave requirements through
legislation, executive orders and other administrative actions. 74
Another context in which already disparate treatment has been
exacerbated during the time of COVID-19 is workers' compensation.
Coverage for workplace injuries is not universally available to DCWs but is
limited to individuals who are employed by a third party, excluding personal
care workers hired directly by families.7 5 Even if a DCW can receive injuryrelated medical coverage under a state workers' compensation law, the injury
in question must be work-related, and in the case of a virus, that may be
difficult to establish. To assist workers during the pandemic, a number of
states have amended workers' compensation laws to include COVID-19 as
a work-related illness, and in some jurisdictions, legislation has been enacted
creating a presumption of coverage for healthcare workers and first
responders. 76 In regard to workplace protections generally, there are
multiple regulatory requirements that job sites must be safe and healthy, but
according to some, enforcement of such mandates has been lackluster.77
At the federal level, the CDC has issued guidelines to assist direct care
workers in adopting everyday prevention practices to protect worker and
client alike in the face of the virus, and such practices are further promoted
by provider entities.7 8 The Occupational Health & Safety Administration
(OSHA), which has broad regulatory authority to oversee workplace safety,
has been criticized for its lack of engagement in COVID-19 preparedness,

of the Family Medical Leave Act, but this change did not prevent the exclusion of those
offering personal care services as the DOL specifically included those providing ADL and
IADL services as not being covered; See US. Departmentof Labor Revises Regulations to
Clarify PaidLeave Under FFRCA Requirements, U.S. DEP'T OF LAB. (Sept. 11, 2020),
https://www.dol.gov/newsroom/ releases/whd/whd20200911-2; See also, Marylou Fabbo,
Health Care OrganizationsNow Required to Provide FFRCA Benefits to Some Employees,
SKOLER ABBOT (Sept. 29, 2020), https://www.skoler-abbott.com/2020/09/29/healthcareorganizations-now-required-to-provide-ffcra-to-some-employees/.
74. Chris Marr, PaidSick Leave Gaps Draw States' Attention as Virus Persists,
BLOOMBERG LAW (Aug. 6, 2020), https://news.bloomberglaw.com/daily-labor-report/paidsick-leave-gaps-draw-states-attention-as-virus-persists.
75. Richard Wagner, What Can Direct Care Workers Do When Injured on the Job?,
WAGNER & WAGNER (Mar. 3, 2020), https://www.wagnerinjury.com/2020/03/03/what-candirect-care-workers-do-when-injured-on-the-job/.
76. Josh Cunningham, COVID-19 Workers' Compensation, NAT'L CONF. OF STATE
LEGIS.

(Dec. 9, 2020), https://www.ncsl.org/research/labor-and-employment/COVID-19-

workers-compensation.aspx.
77. Thomas Kirsch & James G. Hodge, Health Care Workers Deserve Better
Protectionsfrom CoronavirusDisease 2019, J. OF AM. MED. Ass'N HEALTH F. (Nov. 16,
2020), https://jamanetwork.com/channels/health-forum/fullarticle/2773228.
78. Taking appropriate measures to safeguard DCWs from contracting or spreading the
COVID-19 virus in a home setting places the responsibility on health workers to take
necessary precautions and that maybe difficult where adequate protective equipment is not
made available and social distancing is not feasible.
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having only issued advisory guidance that does not have the force of law. 79
Last fall, OSHA announced that it would not be continuing its practice of
posting citations on its website, and that a Freedom of Information Act
Request would be needed to obtain this information. 80
Further,
commentators have observed that there is no central repository for all of
OSHA's COVID-19 citations and that it is now more difficult to fmd them
navigating OSHA's website. 81 On January 21, 2021, President Biden issued
an executive order recognizing that "[h]ealthcare workers and other essential
workers, many of whom are people of color and immigrants, have put their
lives on the line" during the Coronavirus pandemic and stating that the
federal government "must take swift action to reduce the risk that workers
may contract COVID-19 in the workplace."" The Executive Order directs
OSHA to: issue revised guidance on workplace safety during the pandemic;
consider whether emergency standards are necessary and if so, to issue them
by March 15, 2021; review OSHA's COVID-19 enforcement efforts and
identify changes to better protect workers and ensure equity in enforcement;
and conduct a multilingual outreach campaign to inform workers of their
rights, engaging with labor unions, community organizations, and industries
and placing "special emphasis on communities hardest hit by the
pandemic." 83
With growing concerns over high infection rates in hospitals, nursing
homes, and assisted living centers, the demand to keep seniors out of health
care facilities in favor of providing care in the home has increased. 84 This
need to expand the availability of frontline personal care across all settings
during COVID-19 has served to highlight the value of DCWs, and with this
new awareness, the problems in this arena have been underscored as well.
For example, serious deficiencies in DCW training have been identified,
leading to the conclusion that the training infrastructure is both underfunded
and disorganized. 85 DCW training is variable around the country, as these
efforts are offered by an array of providers, with little quality oversight, and
existing federal training standards are complicated by layered and diverse
79. Guidelines on PreparingWorkplaces for COVID-19, U.S. DEP'T OF LAB. 3990-03
(2020), https://www.osha.gov/sites/default/files/publications/OSHA3990.pdf.
80. Courtney M. Malveaux & Melanie Paul, OSHA COVID-19 Enforcement on the
Rise, NAT'L L. REv. (Oct. 2, 2020), https://www.nnatlawreview.com/article/osha-covid-19enforcement-rise.
81.
82.

Id.
Exec. Order No. 13999, 86 Fed. Reg. 7211 (Jan. 21, 2021),

https://www.whitehouse.gov/briefing-room/presidential-actions/2021/01/21/executiveorder-protecting-worker-health-and-safety/.

83.

Id.

84. Stacey Weiner, Interest in Hospital-at-HomeProgramsExplodes During COVID19, Ass'N OF AM. MED. COLL. (Sept. 29, 2020), https://www.aamc.org/newsinsights/interest-hospital-home-programs-explodes-during-COVID-19.
85. Robert Espinoza, Direct Care Workers Deserve Quality Training, PHI (Oct. 27,
2020), https://phinational.org/direct-care-workers-deserve-quality-training/.
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state standards. Nor has training kept pace with the growing complexity and
demands of care generally or prepared these paraprofessionals to more easily
adapt their roles in the face of shifting needs.
V.

RAISING ALL BOATS

Looking at wages and their relationship to public benefits demonstrates
the complexities of strategies to promote equity for the DCW workforce. As
stated previously, hourly wages and annual earnings for DCWs "are
persistently and notoriously low." 6 Median annual earnings range from
$16,200 to $20,200.87 Increasing the minimum wage for direct care workers
is a facile solution if it ignores the extent to which many DCWs depend on
public assistance and does not take into account the perverse incentives that
are tied to eligibility for publicly-funded programs upon which they and their
families rely. The authors do not purport to be specialists in benefits
determinations but offer the following to illustrate how wage increases may
not offset the loss of critical supports when a worker's income exceeds
eligibility thresholds.
There are recent press reports about low-wage workers such as DCWs
who could be impacted by the unintended consequences of a minimum-wage
hike, a phenomenon coined as the "benefits cliff." 88 According to the
National Conference of State Legislatures (NCSL), this term "refers to the
sudden and often unexpected decrease in public benefits that occurs with a
small increase in earnings." 89 NCSL describes the situation variously as a
loss of the household's "safety net" and as an "anchor" to remaining in
poverty. 90 The challenge is to help families "climb the economic ladder by
addressing the benefits cliff' through alignment of state and federal
eligibility levels for safety net programs, implementation of policies that
reward instead of disincentivize work and that promote rather than
discourage savings. 9 1

86.

Campbell et al., supra note 5, at 16.

87.

Id.

88.

Yoav Gonen, Hike in Minimum Wage is Net Loss for Those Whose Public Benefits

Collapse, THE CITY (June 24, 2019),
https://www.thecity.nyc/work/2019/6/24/21210990/hike-in-minimum-wage-is-net-loss-forthose-whose-public-benefits-collapse.
NATIONAL CONFERENCE OF STATE LEGISLATURES, MOVING ON UP: HELPING
89.
FAMILIES CLIMB THE ECONOMIC LADDER BY ADDRESSING BENEFITS CLIFFS 1 (July 2019).

90.
91.

Id.
Id. at 8.
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The 2020 federal poverty guideline9 2 for a household of one person is
$12,760 and $21,750 for a family of three. 93 Among the federal programs
that use the federal poverty guideline or percentages of the federal poverty
guideline to determine eligibility are the Supplemental Nutrition Assistance
Program (SNAP), the National School Lunch Program, and the School
Breakfast Program. 94 For example, to be eligible for SNAP, gross monthly
income must be at or below 130% of the federal poverty guideline.95 Further,
net income (after allowable deductions are applied) must be at or below the
guideline percentage, and assets (such as bank accounts) that could be used
to purchase food must be $2,250 or less. 96 The Center on Budget and Policy
Priorities explains that to be eligible for SNAP in 2021, the gross annual
income of a family of 3 is capped at $28,200. Working 2000 hours annually
at a $15 hourly wage yields a gross annual income of $30,000-$1800 too
much to continue receiving SNAP benefits. 97
Health insurance for DCWs is even more problematic. In late 2019,
The Urban Institute published the results of an in-depth study on the impact
of raising the minimum wage to $15 an hour in New Jersey. 98 The study
predicted the increase would raise earnings for 810,000 non-disabled
citizens. 99 Of interest, an estimated 250,000 of these were Medicaid eligible
under the then prevailing minimum wage, but most were either not enrolled
in Medicaid or would not gain sufficient income at a $15 minimum wage to
lose Medicaid eligibility. 0 0 The study estimated that 24,000, or less than
5%, would be at risk of losing Medicaid coverage, but that all of these would

92. The federal poverty guideline (FPG) is issued by the U.S. Department of Health
and Human Services for administrative purposes such as determining financial eligibility for
federal programs. The FPG is the same for the 48 contiguous states, with Hawaii and Alaska
having their own respective FPGs. See FPG vs. FPL: What's the Difference?, STATE
HEALTH ACCESS DATA ASSISTANCE CTR. (Jan. 2020), https://www.shadae.org/news/fpg-vsfpl-whats-difference.

93.

Annual Update of the HHS Poverty Guidelines, 85 Fed. Reg. 3060 (Jan. 17, 2020).

94. Frequently Asked Questions Related to the Poverty Guidelines and Poverty, U.S.
DEP'T OF HEALTH & HUMAN SERV. (2021), https://aspe.hhs.gov/frequently-asked-questionsrelated-poverty-guidelines-and-poverty#programs.
95. A Quick Guide to SNAP Eligibilityand Benefits, CTR. ON BUDGET & POL'Y
PRIORITIES 1 (Sept. 1, 2020), https://www.cbpp.org/sites/default/files/atoms/files/11-18-

08fa.pdf.
96.
97.

Id. at 1-2.
Id. at 1.

98.

Anuj Gangopadhyaya et al., Raising the Minimum Wage in New Jersey:

Implicationsfor Earnings andMedicaid Eligibilityand Enrollment, URBAN INST. (Sept.
2019),
https://www.urban.org/sites/default/files/publication/100993/njminimumwageandmedi

caid_0.pdf.
99. Id. at 1.
100. Id.
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be able to qualify for subsidized Affordable Care Act marketplace
coverage.101
However, subsidized premiums for marketplace coverage do not make
health care affordable for low wage workers such as DCWs. For these
workers, marketplace plans are only affordable until they need to use them.
A recent review of plans available in 2021 on New Mexico's state exchange
revealed that, while a single DCW making $30,000 a year may qualify for a
monthly premium subsidy of $138 and pay a monthly premium of $92 for a
high deductible plan ($8,550) or $211 for a lower deductible plan ($500), the
cost-sharing in the form of deductibles, copayments, and coinsurance
represents a significant percentage of annual income. 0 2 For example, the
estimated annual cost of routine in-network care of a well-controlled
condition such as Type 2 diabetes would be $5,600 under the high deductible
plan and $1,300 under the low deductible plan. There is no emergency room
coverage under the high deductible plan until the deductible is met; there is
emergency room coverage subject to 30% coinsurance under the low
deductible plan. The out-of-pocket limit is $8,550 for an individual and
$17,100 for a family under both plans. In other words, annual caps on outof-pocket health care costs for a DCW making $30,000 a year who has health
insurance could approach 30% and 60% of annual income, respectively. It
is also important to remember that even employer-sponsored insurance
requires comparable financial participation from the employee in the form
of premium sharing and is subject to cost-sharing in the form of deductibles,
copayments, and coinsurance.
According to the same Urban Institute study, "Medicaid provides an
important coverage backstop for low-wage workers" such as DCWs.'0 3
Medicaid offers the best and most affordable health insurance for certain
categories of low-income individuals, historically covering children,
pregnant women, parents, seniors, and individuals with a disability.' 04 Under
the Affordable Care Act,1 05 a majority of states have expanded Medicaid
eligibility to include low-income adults with incomes up to 138% of the
federal poverty level.' 06 The federal poverty level (FPL) is calculated

101.

Id.

102. Comparison of Friday Bronze Plus plan and True Gold Premier plan from New
Mexico's Health Insurance Exchange. See Metal Level Health Plans, N.M. HEALTH INS.
EXCHANGE (2021), https://www.bewellnm.com.
103. Gangopadhyaya et al., supra note 98, at 2-3.
104. Tricia Brooks et al., Medicaid and CHIP Eligibility, Enrollment, and Cost Sharing
Policies as of January 2019: Findingsfrom a 50-State Survey, KAISER FAM. FOUND. (Mar.
27, 2019), https://www.kff.org/medicaid/report/medicaid-and-chip-eligibility-enrollmentand-cost-sharing-policies-as-of-january-2019-fmdings-from-a-50-state-survey/.
105. Patient Protection and Affordable Care Act of 2010, Pub. L. No. 111-148, 124 Stat.

119 (Mar. 23, 2010).
106. As of January 2019, 37 states including the District of Columbia have expanded
Medicaid. See Brooks et al., supra note 104.
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annually by the U.S. Census Bureau as the income threshold below which a
household is considered to be in poverty.107 For 2020, 138% of the FPL is
$17,609 for a family of one and is $29,974 for a family of three. 108 Note that
children and pregnant women remain eligible for traditional Medicaid at
much higher household income levels. The Henry J. Kaiser Family
Foundation reports that as of January 2019, 19 states and the District of
Columbia extend Medicaid to children at 300% of the FPL or to pregnant
women above 200% of the FPL. 109
In an effort to streamline eligibility determinations across multiple
Insurance Affordability Programs (IAPs), the Affordable Care Act
established Modified Adjusted Gross Income (MAGI) as the methodology
for determining who is a member of a household, the size of the household,
and the household's income."0 The IAPs include Medicaid, CHIP, and
Marketplace coverage (for determining tax credits and premium
subsidies)."' MAGI applies to: childless adults aged 19-64; pregnant
women; children up to age 19 (or 21 if a full-time student, depending on state
law); parent caretaker relatives; and individuals with a disability (prior to a
disability determination). 2 Calculating MAGI starts with adjusted gross
income as reported on IRS Form 1040. Income counted for purposes of
MAGI includes taxable wages or salary; self-employment income; Social
Security benefits (SSDI, retirement); unemployment benefits; alimony
received; most retirement pension benefits; interest; and rental income. 1 3
Received child support, Supplemental Security Income, workers'
compensation payments, veteran's benefits for service-related disability,
gifts or inheritance, are not counted when calculating MAGI 1 4
More recently, some states have obtained Section 1115 Medicaid
waivers to add eligibility requirements to their Medicaid programs. 1 5 These
requirements are primarily aimed at low-income adults eligible for expanded
Medicaid, but in some instances they impact poor parents and other groups
covered under traditional Medicaid.116 Examples are work requirements,
requiring completion of a health-risk assessment, requiring payment of
premiums, delaying coverage until receipt of the first premium payment, or
locking enrollees out of coverage if premiums are unpaid or renewals are
107.

STATE HEALTH ACCESS DATA ASSISTANCE CTR , supra note 92.

108.
109.

85 Fed. Reg. 12, supra note 93.
Brooks et al., supra note 104.

110. Byron J. Gross & Wayne Turner, The World According to MAGI, NAT'L HEALTH
L. PROGRAM 1, 3 (Jan. 7, 2014), https://healthlaw.org/wp-content/uploads/2018/10/MAGIPowerpoint-1-7-14-FINAL.pdf.

111.

Id. at 4.

112.
113.

Id. at 8.
Id at 12.

114.

Id.

115.

Brooks et al., supra note 104.

116.

Id.
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untimely or if changes in circumstances are not timely reported."7
Premiums and cost sharing are a feature of Medicaid, although limits
recognize the limited ability of the very poor to pay out-of-pocket health care
costs."1 8 States may charge premiums for children and adults with incomes
above 150% of the FPL." 9 States may require cost sharing for adults, with
However, no cost sharing
allowable charges varying by income.
requirement is allowed for emergency, family planning, or pregnancyrelated services.1 2 0 Further, cost sharing is prohibited for children's or
Medicaid alternative benefits plan preventive services.1 2 ' Cost sharing is not
allowed for children with incomes below 133% of the FPL. Of importance
when comparing Medicaid to other health insurance options, premium and
cost-sharing for family members enrolled in Medicaid cannot exceed 5% of
household income. This cap also applies to CHIP.'1 2 So if a higher wage
means a DCW is no longer eligible for Medicaid, this represents a major loss
in terms of affordable access to care.
According to the Urban Institute, the impact of a minimum wage
increase will vary across different categories of workers. 2 3 Larger impacts
would be experienced by groups overrepresented among low-wage workers
such as women, African-American or Hispanic persons, and members of
low-income households. 2 4 It also cautions that effects could extend beyond
workers receiving the wage increase to other family members, as Medicaid
eligibility is based upon household earnings. 2 5 "Spouses or nonelderly
family members could be at risk of losing Medicaid eligibility even if' their
personal earnings are not affected by the change in minimum wage.126 The
Urban Institute's study predicts that a single childless adult working more
than 23 hours a week year round at a $15 minimum hourly wage would be
ineligible for Medicaid; "adults in families with two, three, or four members
would be ineligible for Medicaid if they worked more than a combined 31,
39, or 47 hours a week year round, respectively."
As shown above, while there are various avenues to obtain health
insurance coverage, access to health care is not assured when the focus is
only on premiums; the proper metric is out-of-pocket costs associated with
respective insurance plans. A publicly sponsored, comprehensive health
insurance option through a Medicaid waiver program or a new federal option
with low out-of- pocket caps or a sliding scale for out-of-pocket costs would
117.
118.
119.
120.
121.
122.

Id.
Id
Id.
Id

Id
Id.

123.

Gangopadhyaya et al., supra note 98, at 3.

124.

Id.

125.

Id.

126.

Id
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appear to be the most feasible approaches to meet the needs of DCWs. 1 2
Eligibility for such insurance coverage could rest not on income but on
performance of critical direct care jobs. In this regard, direct care workers
in any setting would be eligible for health insurance by virtue of their
occupation, regardless of whether directly employed by consumers or
through agencies and regardless of their household income.
VI. BROADER SOLUTIONS

If the past is an indicator of the future, once this pandemic subsides
there is a danger that the lessons that should be heeded will be overlooked.
Suffering from virus fatigue, society may quickly turn its attention to more
immediate matters and fail to adequately prepare for the next emerging
infectious disease. It is essential that the experiences garnered during
COVID-19 serve as a catalyst to ensure a just recovery that addresses the
inequities that have been so dramatically exposed, and to even more broadly
correct ongoing deficiencies in our public health system.
The plight of DCWs is one of the many long-standing problem areas
magnified during COVID-19 and clearly, reform measures specifically
tailored to this workforce must be pursued. But while some of the needed
reforms addressing DCWs maybe more narrowly cast, this unprecedented
catastrophe should be a springboard for broad systemic reforms affecting the
general frameworks in which caregivers function. In placing the plight of
DCWs during COVID-19 into larger contexts, two more expansive arenas
for reform should be considered. First, there is a need to address the role of
caregivers generally through adoption of a comprehensive set of reform
measures that improve and strengthen the status of these workers. Reforms,
molded in part by COVID-19 and historic inequities, must be shaped in the
context of another larger health care crisis, namely that of long-term care.128
The second more expansive context that should be considered involves
access to affordable, comprehensive health insurance. It is the contention of
the authors that access to guaranteed, affordable health care for those in the
DCW workforce is the single most consequential reform that could be made
to retain and attract individuals to these positions.

&

During the COVID-19 pandemic, there has been a willingness on the part of state
127.
Medicaid agencies to liberalize rules for qualification and enrollment. This flexibility should
be extended in ways that allow frontline workers to participate in Medicaid by virtue of the
key function they provide. No doubt such a change will pose bureaucratic complexities as
new approaches to ascertaining eligibility must be determined. See Jessica Schubel
Jennifer Wagner, State Medicaid Changes Can Improve Access to Coverage and Care
During and After COVID-19 Crisis, CTR. ON BUDGET & POL'Y PRIORITIES (Sept. 9, 2020),
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128. Rachel M. Werner et al., Long-Term Care Policy After COVID-19-Solving the
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During his 2020 presidential campaign, President Biden proposed a
massive 10-year plan to overhaul the nation's caregiving infrastructure. 29 In
very broad fashion, the Biden plan called for a number of recommendations
to improve the lives of caregivers covering individuals who provide home
care services including both childcare, as well as services for the elderly and
the disabled. The Biden plan fit into a larger initiative focused on economic
recovery; it called for a substantial investment in infrastructure that would
result in all types of caregivers receiving higher wages and more
comprehensive benefits. Other reform measures in the Biden plan drew on
well-established solutions to strengthen the position of DCWs such as
enhanced training, development of career ladders, more opportunities to join
a union, and engage in collective bargaining.10 A noteworthy idea called
for the expansion of community health workers (CHWs) to focus on health
prevention and providing support for individuals with chronic illnesses at
local levels. The responsibilities of DCWs could be expanded in ways that
would allow these paraprofessionals to focus not only on the needs of
individual clients but to be repurposed to assist with public health initiatives
directed toward the elderly and disabled in their respective communities.
The Biden proposal was a helpful starting point for reforming
caregiving, as many of the recommendations in this proposal were
subsequently incorporated into the White House's American Jobs Plan as a
Undoubtedly reforming the roles of
type of infrastructure reform.
caregivers, and the long-term care system in which they function, will
require more concrete measures than what has emerged to date, and in
particular, realistic funding options must be identified. 31 In many ways, the
plight of DCWs realized before and during the COVID-19 pandemic
constitutes a crisis within a crisis, with the larger crisis being the one in longterm care. Like the COVID-19 pandemic, the nation's looming epidemic in
long-term care is not unforeseeable, as countless well-documented
predictions have been made about the so-called "silver tsunami" and the
crisis in care that will be unleashed by the aging of our population. The
serious deficiencies in long-term care have most recently been highlighted
by the plight of the aged in nursing homes during the pandemic. 13 2
129.
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https://www.whitehouse.gov/briefing-room/statements-releases/2021/03/31/fact-sheet-theamerican-jobs-plan/.
132. Terry T. Fulmer et al., Reimagining Nursing Homes in the Wake of COVID-19,
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While a number of initiatives have been developed to address the longterm care crisis at the national level, innovations in this arena tend to be
modest and constrained by the structure of the current system.' 3 ' There is a
general consensus that significant improvements in long-term care can be
achieved by shifting services outside of institutional settings and
emphasizing community-based approaches offered under the Medicaid
program. 14 In recognition of the value of home and community-based
services (HCBS), the Biden Plan recommended that $450 billion dollars be
allocated to support non-institutional long-term care, and that states and local
communities be encouraged to test innovative models in this area. 3 5
Whether this will happen remains to be seen. While the shift to HCBS in
long-term care is an important development, it can only be accomplished if
there is an adequate workforce, further highlighting the need to attract and
retain DCWs. In addition, while targeted initiatives directed to reforming
the role of DCWs are important, such measures will be most impactful in the
context of a broader reform of long-term care generally. Until long-term
care is restructured in ways that address the siloed nature of this area through
better integration into the general health delivery system, it will be difficult
to radically improve the roles of the paraprofessional workforce.
The COVID-19 pandemic should spark a sense of urgency over health
care reform, but it is unclear whether this tragedy will incentivize immediate,
large-scale reforms in long-term care beyond a push to expand Medicaid
waiver programs. In the meantime, one large but targeted change that could
significantly improve the condition of DCWs is to provide guaranteed,
affordable health care for individuals and families. It is ironic that DCWs
are entrusted with the care and safety of the elderly and disabled when they
often cannot afford health care for themselves.1 36 While some employers
provide private health insurance to DCWs, many lack such coverage, often
133. It is telling that the one major area of the 2010 Affordable Care Act that was
abandoned soon after the passage of this legislation dealt with long-term care insurance, and
ten years later this area is arguably the most pressing matter of health policy that remains
largely unaddressed. See Carol Raphael, Long-Term Care:Preparingfor the Next
Generation,THE COMMONWEALTH FuND (July 1, 2008),
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134. Long-Term Services and Supports Policy Brief; WHITE HOUSE CONF. ON AGING
(Apr. 2015), https://archive.whitehouseconferenceonaging.gov/home/blog/policy/post/longterm-services-and-supports.html.
135. Werner et al., supra note 129. This has been reduced to $400 billion in the White
House's American Jobs Plan. Jeff Stein, Biden jobs plan seeks $400 billion to expand
caretakingservices as U.S. faces surge in agingpopulation, THE WASHINGTON POST (April
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due to their part-time status or being directly employed by clients. 3 ' Others
may be eligible for Medicaid, but such eligibility is varied and dependent on
the state where the care worker resides.
Under the American Rescue Plan Act of 2021,138 an increase in
subsidies is provided that will enable individuals at 150% of poverty to
receive full health insurance premium support for a two-year period, with a
limitation on premium expenditures of 8.5% of total income. 139 The Act
does nothing to lower or limit out-of-pocket costs to the insured and
maintains the status quo for out-of-pocket costs under health insurance
policies available on exchanges. The health insurance industry has made
record profits during the pandemic, largely due to deferred care.' 4 0
Disappointingly, the Act does not appear to contain any provisions that
require the health insurance industry to share in the sacrifices made by the
rest of the nation.

VII. CONCLUSION
Outside of striving for equity in compensation and benefits, other
approaches to strengthening the role of DCWs have been noted in prior
sections of this paper such as increasing training opportunities, expanding
professional scopes of practice, and improving workforce data collection and
analyses. Other avenues for change include the use of DCWs in multidisciplinary care teams and better integration of DCW services into
regulatory approaches that enhance quality and reimbursement in the area of
long-term care services and supports.
Importantly, COVID-19 has cast a light on many long-standing
deficiencies in our health care system. Particular attention has been focused
on the problems of the health care workforce that was placed at the epicenter
of combating the virus. While currently serving a critical role in a range of
institutional, community, and home settings, the need for DCWs at the
frontline of care for high-risk elderly and disabled patients will only increase.
Accordingly, the challenge of improving the status of DCWs post-COVID
must focus on both near-term and extended reforms. More immediate issues
that need to be addressed are largely tied to wage and benefit concerns, and
meaningful reforms here must be crafted in ways that do not create
137. Bob Woods, Home Health-Care Workers in US at Tipping Point Amid
CoronavirusOutbreak, CNBC (Apr. 14, 2020), https://www.cnbc.com/2020/04/14/homehealth-care-workers-at-tipping-point-amid-coronavirus-outbreak.html.
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Longer-term considerations necessitate
unintended consequences.
redefining the scope of DCWs' functions and better coordinating newly
defined roles with more integrated approaches to the care of the elderly and
disabled across professions. For the present, it is important to recognize the
ongoing contributions made by DCWs to populations in need of long-term
care both before and during COVID-19, and use a new-found sense of
appreciation as a catalyst to focus on achievable steps to begin to address the
inequities experienced by these most essential workers.
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